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Support Meetings
We hold support meetings in
Swindon and Calne.
Swindon meetings are held
at The Lawns Community
Centre Guildford Road,
Swindon, from 2.15-4pm.
The next ones will be 18th
May, 20th July and 21st
September.
Contact Susanne Webb on
07776 126994 or email
susanne.webb@gmail.com
Calne meetings are held at
The Masonic Hall, Stainer
Road, Calne, from 2.154pm. The next meetings will
be 16th June and 18th
August.
Contact Anita Creamer on
07827 421035 or email
billanitawill@btinternet.
com
All sessions are drop in.
Come along to share ideas,
meet other members and for
a change of view! Volunteer
helpers also welcome.
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Chair’s welcome
Welcome to the spring edition of our Newsletter. As
the weather starts to improve we are busy planning
our summer events and hope you will support us
during June, Month of Awareness. The theme this
year is Silence Speaks and we will be highlighting
the challenges of loss of voice on those affected by
MND. For ideas of how you can take part and to
order a pack, see the box below
We are delighted to welcome new volunteers. Andy
Wait and Sam Njoroge join us as Finance Officers.
Our communications team is strengthened by Lydia
Ansell as Social Media Coordinator and Daniel Reid
as Webmaster, and we say a very fond farewell and
sincere thanks to Nicky Sutton who is stepping down
as Digital Media Coordinator to take up new
employment.
We hope you enjoy reading this issue and do let us
have your news and views.

Alison Aviss

June Month of Awareness — over to you
Once again, June, the annual Awareness Month, is almost here, supported by
a poster campaign across National Rail and the London Underground. Raising
awareness is at least as important as raising funds. What can you do to help?
It all adds up, as last year’s Ice Bucket challenge proved!
This year the MNDA is focusing on the Silence Speaks campaign. For ideas
about how you can take part in this to raise awareness and funds, visit
www.mndassociation.org/silencespeaks where you can also get a starter pack.
One tried and tested activity is to run a Bake It! event - a tea party for friends or
neighbours, or bake cakes to sell to work colleagues. Or you could try a
sponsored … anything. Visit www.mndassociation.org/get-involved/fundraising
for details.

Championing the Charter
Following the success of gaining well
over 30,000 signatures for the MND
Charter, the MND Campaigns team
has moved the Charter programme to
the next phase.

that people with MND, their families,
carers and friends need.

The ultimate aim is that every time a
councillor makes a decision, they
consider what this might mean for
The ‘Championing the Charter’
someone with MND and their support
campaign is all about raising aware- network in the community. Specific
ness and creating change for people outcomes of the campaign will
living with MND locally. The key
vary in each local area and depend
target audience for the campaign are on the specific needs highlighted by
the experiences of
people with MND
locally.

local councillors, particularly County
Councils. Increasingly, decisions
about services required by people
with MND - for example social care,
housing adaptations and support for
carers - are made by local councillors. As such, it is important that
councillors and people working for
the council understand the support

The MNDA website
focusing on the
‘Championing the
Charter’ campaign
www.mndcharter.org
provides more
information and
resources you can
use to promote the
Charter. Swindon
Borough Council
signed up to the Charter in 2014, and
Heather, our Campaigns Contact, will
support them as they make good
their commitment. She is also working with Wiltshire County Council to
encourage them to adopt the Charter
in 2016.

Justin Tomlinson MP hears our message
The Swindon Conservative Association reported that the North Swindon MP, Justin
Tomlinson, was very impressed when he hosted a productive meeting with the ‘fantastic
local advocates’ from the North Wiltshire Group. Topics discussed included local support
and awareness for people with MND, as well as fundraising initiatives to ensure the
charity remains sustainable.
Justin Tomlinson said: “It was great to meet my local representatives from the MNDA.
Although there is not currently a cure for MND, there is still plenty that society can do to
ensure that people with this horrible disease have the best possible quality of life. I was
very impressed by our local branch and their business-minded approach to ensuring that
adequate care provision for MND sufferers is provided locally.”
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Local support for
local people

My husband is disabled. One day I stood up and made
MPs listen to our story …
Mark has Kennedy’s Disease, a form of MND. Few people have heard of
the disease, let alone understand what it is like to live with it, so Mark and
his wife decided to volunteer with the MNDA as campaigners.
Last November they were invited to speak to the All Party Parliamentary
Group (APPG) on Motor Neurone Disease. They were worried about the
impact of the Welfare Reform and Work Act which was then being debated.
So they told the MPs how their lives had been devastated and their income
had vanished as Mark’s wife gave up her career to become his carer. They
spoke about benefits, travel for treatment and expensive adaptations to their
home.
The MPs were clearly moved, and shortly afterwards their visit was discussed in a debate. It is the power of a personal story to make a difference.
Source: Article by Katie Styles in The Guardian, http://www.theguardian.com/
voluntary-sector-network/2016/apr/08/-disabled-people-carers-benefits-motorneurone-disease?CMP=share_btn_tw

An Inspiring evening with HRH The Princess Royal
On Tuesday 22nd March, Heather,
our Campaigns Contact, attended an
MNDA Supporters’ event at the Law
Society in London, in the presence of
HRH The Princess Royal, the Royal
Patron of the Motor Neurone Disease
Association.

‘Hollyoaks’.
Heather said, ‘It was a lovely event.
So many people there had done
incredible things to raise awareness
and funds for the MNDA, and had
great plans to do more. The Inspiration Board was full of incredible and
moving stories, which I think inspired
us all to do more to support people
living with MND.’

The theme was ‘Inspiration’ and
attendees were encouraged to take
items with them to represent what
gave them their inspiration to
support the MND Association or
how their actions had given
inspiration to others. These
were used to form an
‘Inspiration Board’ which was
assembled on the evening.
Around 80 people attended,
including ‘celebrity supporters’
Jeremy Vine, Radio 2 presenter
and Patron of West London and
Middlesex Branch, and Jeremy
Sheffield, who recently portrayed
Patrick Blake, a character with
MND, in the Channel 4 soap opera

The Inspiration Board
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Useful Contacts

What’s On?

N Wilts Group website
www.mndnorthwiltshire.org.uk

2nd June

N Wilts Group contact
info@mndnorthwiltshire.org.uk
or phone MND Connect

16th June

Committee Meeting, Prospect Hospice, 7pm
Calne Support Meeting, Stainer Road

7th July

Committee Meeting, Prospect Hospice, 7pm

Facebook http://www.facebook.com/
MNDNorthWiltshire

20th July

Swindon Support Meeting, The Lawns

Twitter @MNDNorthWilts

4th August

Letters will be forwarded from:
North Wiltshire Group, c/o MNDA,
PO Box 246, Northampton NN1 2PR

Committee Meeting, Prospect Hospice, 7pm

18th August

Calne Support Meeting, Stainer Road

MND Connect 0808 802 6262

Easter chicks
A big thank you to all involved in this
year's Easter Chick event. We are
delighted to tell you that we have raised
an amazing £746.91. This would not be
possible without the support of our willing knitters and the volunteers who sell
the chicks at every opportunity.

MNDA national website
www.mndassociation.org
MNDA Volunteering Team
01604 611681
Neil Drinkwater, MNDA Regional Care
Development Adviser, email
neil.drinkwater@mndassociation.org
mob: 07831 349398

Grateful thanks go to Sainsbury's
Stratton, Sainsbury's Royal Wootton
Bassett, Marks & Spencer Swindon and
MidCounties Co-op who all donated
generously to
help us
reach this
amazing
total.

Prospect Hospice 01793 813355
Dorothy House 01225 722988
Alanbrooke FC Reunion fundraiser
The 50th Anniversary Reunion of the
Alanbrooke Football Club was held at the
Shield & Dagger, Greenmeadow, on 16
January 2016. The highlight of the evening
was a DVD film reliving the history of the
Club which had been put together using old
video and pictures.
100 tickets were sold, as well as copies of
the DVD, and a portrait of a player was
auctioned. The event raised £820, which
was generously donated to the MNDA in
memory of a former Club member, John
Daniel, who had lived with MND and passed
away in January 2014.

Young Person’s Guide published
When someone is diagnosed with MND,
younger members of the family can find it
hard to understand what is going on. So
the MNDA has produced a booklet So what
is MND, anyway? to help prepare them for
the challenges ahead.
You can download the guide at
www.mndassociation.org/ypinformation or
phone 0808 802 6262 for a copy.

The deadline for submission for the next
issue of the Newsletter will be 9th July
2016.

Andrew Sargent
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